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What did we set out to accomplish?

Å Provide high-quality, well characterized post-mortem tissue for academic 
and industry researchers throughout the world.  

ï Maximize use of every case.

ï Ensure responsible use of the tissues.

ï Accelerate ALS research.

ï Foster collaboration.

ï Promote open science and the rapid sharing of data

Å The sites are linked by a web-based database including de-identified 
clinical and demographic data, bar-coded tissue inventories, 
neuropathological data, and QC measures. 

Å Standard operating procedures (SOPs) for tissue dissection, processing, QC 
analysis, clinical data elements, and neuropathological characterization 
are specifically optimized for ALS research. 



A Federated Model with Centralized Data Curation and Genetics

Å Autopsies and data collection are performed at six geographically distributed academic 
centers (Core Sites).

Å Postmortem tissues and slides are stored at (and disbursed from) each Core Site. 

Å Frozen tissue samples, FFPE slides, and associated de-identified data are provided to non-
profit academic researchers free of charge. 

Å LƴŘǳǎǘǊȅ ƭŀōǎ Ǉŀȅ ŀ άǘǊŀƴǎƳƛǘǘŀƭ ŦŜŜέ ǇŜǊ ǎŀƳǇƭŜκǎƭƛŘŜ όǘƻ ŘŜŦǊŀȅ Ŏƻǎǘǎ ŦƻǊ ǇǊƻŎǳǊŜƳŜƴǘΣ 
curation, and distribution), which is standardized across sites. 

Å Local site inventories and the corresponding clinical and pathological metadata are linked 
using platforms developed by the Center for Innovation & Bioinformatics (CIB) at MGH, 
funded by a separate grant by the ALS Association.

Å Whole Genome Sequencing (WGS) and bulk tissue RNA-Seq for multiple CNS regions are 
performed centrally at the New York Genome Center (NYGC), funded separately by grants 
from the ALS Association and Tow Foundation. A separate grant from Target ALS supports 
data curation and disbursement from NYGC.

ï The WGS and RNA-Seq raw data are made immediately available without embargo or intellectual 
property concerns, as soon as the data passes QC.

Researchers using samples and data retain full ownership of their 
ideas and results, without authorship/IP requirements.

https://www.data4cures.org/


Tissue Dissection
ÅWe collect frozen and fixed CNS tissues, liver, and 

musclefrom ALS/MND and non-neurologic control 
autopsies.

ÅTissue dissection, processing, QC analysis, clinical data 
elements, and neuropathological characterization are 
standardized, but also readily modifiable to meet the 
evolving needs of our researchers.

ÅGoal is to produce the maximum number of individual, 
optimally sized tissue samples from each ALS-relevant 
region while preserving the architecture of the tissue.

ïMinimizes subsequent freeze-thaw and labor that 
otherwise is necessary when re-dissecting frozen slabs 
or regions to send samples to collaborators.

ÅStandardized region nomenclatureenables bar-coding 
and cataloging of hierarchicaltissue inventories in a 
centralized core database. 

ÅTissue inventories and all data are linked using online 
searchable platforms.

ÅSites are free to do more dissection, other regions, etc., 
as long astheir method enables banking of these 
standard regions from at least one hemisphere, 
brainstem, and majority of the spinal cord.



Neuropathology

Å Neuropathological data elements are 
customizable and entered into online database.

Å The neuropathology is linked to the de-
identified clinical data, genetics, and the 
available frozen and fixed tissue inventories.

Å A standardized minimum diagnostic slide set is 
required for each case (modifiable).



Genetics
ÅWhole Genome Sequencing (WGS), and multiple 

CNS region RNA-seqare performed on every 
autopsy.

ÅAfter passing QC, new genetic data is made 
immediately and freely available, linked to the 
tissue samples and de-identified metadata, with 
no embargo or IP concerns.

ÅWGS and RNA-seq raw data files in multiple 
formats can be requested via an online form and 
established data transfer workflow.

ÅC9orf72and Ataxin2 are separately tested by 
rpPCR at Columbia University (Matt Harms Lab).

ïAlso perform ExpansionHunteron PCR-free DNA 
and comparing the results.

ÅThe clinically annotated genomic and RNAseq data  
can be visualized and explored online using the 
MetroNomeVisual Data Exploration Platform.

ÅExploring ways to integrate additional data 
analysis and visualization tools into our workflow 
ςdrop-seq/nuc-seq, spatial proteomics/MS, deep 
sequencing for somatic mosaicism, St. Jude Cloud 
analysis tools, etc.

https://metronome.nygenome.org/TargetALS/


Comparison of cohorts with C9orf72 repeat expansions (left) and without (right), 
showing gene expression patterns for FIG4 in an anatogram (top) and variants (bottom).


